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Supporting patients with an 
MF-CTCL diagnosis: A nurse’s 
perspective

CLAIRE LUSTED

ADVANCED NURSE PRACTITIONER CUTANEOUS LYMPHOMA



Nursing patients with cutaneous lymphoma

What do you think are the 
nursing challenges of 

managing patients with a 
cutaneous lymphoma?



Overview of session

 Role of the nurse in supporting patients

 Principles of skincare in CTCL

 Skincare assessment / plans

 Wound care assessment / plans

 Management of pruritus /fluid balance

 Nursing challenges



Presentation of CTCL

Skin Morphology of Early and Advanced Stages of CTCL
 Patches
 Plaques
 Erythroderma
 Nodules/tumors

         

Presenter Notes
Presentation Notes
Early stage disease – patches and plaques, mimicking benign dermatoses.
Advanced disease, erythroderma and tumours
Talk about SDT, particularly the skincare challenges



Treatment of MF-CTCL

Skin directed therapy (SDT):
 Phototherapy
 Radiotherapy
 Total skin electron beam therapy (TSEB)

 Systemic treatments – bexarotene, interferon, 
methotrexate

 Extracorporeal photopheresis (ECP)

 Chemotherapy – brentiximab, caelyx
 Immunotherapy/MoAbs – campath, 

mogamuluzimab
 Allogeneic stem-cell transplantation



Nursing Management of CTCL

 Key-worker from diagnosis to end-of-treatment.

 Coordinating treatments – SDT, systemic, 
radiotherapy. 

 Nurse-led clinics.

 Skincare experts.

 Manging side effects of disease and treatment – itch!

 Complex social/community support.

 Psychological support.

 Facilitating multidisciplinary collaboration.



Principles of skincare in CTCL

• Pruritus • Body 
temp/fluid

Emollients Corticosteroids

Woundcare 
plans

Skincare 
plans



Emollients

 Emollients work to moisturise the skin by 
increasing the amount of water held in the 
stratum corneum.

 Drier the skin, the greasier the emollient.

 Patient preference is important.

 Antimicrobials can be used if infection is a 
concern.

 High quantities can be required.

 Can use under occlusion.

 Decant to use to prevent infection.

Presenter Notes
Presentation Notes
Gels, lotions, creams, ointments

Antimicrobials include dermaol 500 or 600 for bathing
Exudry sheets require buttering



Corticosteroids

 Used for patch and plaque disease.

 Reduce inflammation, improve itching and cause tumour 
cell apoptosis.

 Use high potency concentrations for up to 6 weeks.

 Apply emollient first, then steroids 1 hour later

 Secondary infections are common, fucibet, dermovate NN, 
trimovate can be used

 Used for palliation, not cure.

 Tacrolimus – non-steroidal alternative, faces and flexures.

Presenter Notes
Presentation Notes
are safe and easy to use, relatively inexpensive, and have high response rates, especially for early stage disease.  They reduce inflammation, help with itching and induce apoptosis of the CTCL cells

Slower to respond to steroids than inflammatory disease – 6 week course
Fucibet – fucidic acid and betamethasone
Dermovate NN - Clobetasol /neomycin /nystatin



Skin care and wound care plans

Skin care plans

 Cleanse

 Moisturise

 Treat

Wound care plans

 Dressing selection

 Secure



CTCL Skin Care Plans

Soap substitutes
Dry?  Emulsifying ointment, emollient cream
Infected?  Dermol 500, octenisan

Bath additives 
Dry?  Emulsifying ointment
Infected?  Dermol 600, Milton sterilising solution

Leave on emollients
As per patient preference
Greasier = better for dry skin
Also consider occlusion

Active treatments
Topical steroids/tacrolimus
Allow emollients to soak if for 30-60 minutes
Don’t apply further topicals for 2 hours to allow contact 
time

Cleanse

Treat

Moisturise



TIME wound bed management

Presenter Notes
Presentation Notes
The acronym of T.I.M.E is a framework developed to assist clinicians in assessing, managing and preparing the wound bed to promote healing in the chronic wound.
There are many other causative factors affecting wound care specific to an aetiology or associated disease, but the basic physiology of wounds is the same.
Identifies 4 key observable characteristics of non-healing wounds: T – tissue; I – infection; M – moisture; E- edges.
Cannot force a wound to heal if there is an underlying pathology driving it





TIME wound bed management

T is for tissue management - Necrotic and sloughy tissue required debridement. Granulating tissue requires 
protection

I is for inflammation and infection control  - antimicrobial and anti-inflammatory topicals and dressings, 
iodine, flamazine, sorbact.

M is for moisture balance – replacing moisture or removing moisture?

E is for epithelial edge advancement – have issues, infection and moisture been addressed? Is the skin 
healthy, is there any undermining?

Presenter Notes
Presentation Notes
T = Chronic wounds tend to be delayed in the inflammatory phase and don’t progress through the normal sequence of wound healing. Often chronic wounds are characterised by the presence of non-viable tissue, which requires debridement for healing to occur. Mechanical, surgical, autolytic or enzymatic debridement.
I = Wounds will not heal if there is an underlying infections and this must be treated.  In CTCL patients, their immunity may be lower which can result in their skin being colonised by bacteria.
M =wounds heal 40% faster in a moist environment compared to wounds exposed to the air.
Excessive fluid can cause maceration of the wound margin and surrounding skin. Furthermore, chronic wound fluid is also known to be detrimental to wound healing.  Moisture retentive dressings such as hydrocolloids, hydrogels or absorbent dressings to reduce fluid within wound.





Wound care plan - dressings

Wound contact layer to protect patient skin

                                                                                                                             Thin foam dressings

                                                                               

                                                     Thick foam dressings

Presenter Notes
Presentation Notes
Mepitel - two-sided contact layer that moulds to skin without sticking to the moist wound so you can remove it without damaging the wound or skin . That means less pain on removal, protects new tissue to support undisturbed healing and it seals the wound margins to protect skin from maceratation. 
 Kliniderm Foam Silicone, mepilex lite
Thicker dressings like allevyn gentle border or mepilex border to protect pressure areas




Secure

Limbs
Bandaging Torso

Comfifast garments
Premade or ‘DIY’

Presenter Notes
Presentation Notes
Softban, comfifast.



Principles of skincare in CTCL

• Pruritus • Body 
temp/fluid 
balance

Emollients Corticosteroids

Woundcare 
plans

Skincare 
plans



Pruritus in MF-CTCL

 CTCL associated itch is frequent and severe, but its not clear how T-cell lymphoma mediates the itch.

 Pruritis originates in the free nerve endings of the skin. Specific pruriceptors (C-fibres) have been discovered 
confirming there is a specific pathway for itching.

 C-Fibres transmit the itch signal to histamine-triggered and non-histaminergic neurons, then to the dorsal horn of 
the spinal cord and to the cerebral cortex. The signal is transmitted to areas of the brain that affect sensation, 
emotion, reward, memory and pain.

 In CTCL high levels of cutaneous inflammation, cytokines and interleukins are involved.

 Folliculotropic, erythrodermic and sezary variants have increased incidence of pruritus.

 Pruritus can have several causes - uraemic pruritus, hepatic, endocrine, haematological disorders, 
diabetes, HIV, pregnancy, other dermatologic conditions.

Presenter Notes
Presentation Notes
Full/complete blood count; Renal function tests; Liver function tests; Thyroid function tests; Erythrocyte sedimentation rate  ; Chest X-ray; HIV serology; Clinical assessment and examination – skin assessment, jaundice, anaemia; Medication, detergent, travel history, allergies




Treatment of Pruritus

 Lifestyle advice – clothing, bathing, heat/cold, 
diet, fingernails

 Topical emollients (menthol, capsicum, 
lauromacragols)

 Wet dressing

 Anti-histamines (sedating and non-sedating)

 SSRI anti-depressants (mirtazapine, 
paroxetine, sertraline, fluoxetine)

 Sodium valproate, gabapentin and pregabalin 

 Aprepitant

 Phototherapy

 ECP for Sezary

 Treatment of underlying CTCL – retinoids, 
chemotherapy, radiotherapy

Presenter Notes
Presentation Notes
First-generation antihistamines, such as (chlorpheniramine, promethazine, hydroxyzine) central sedative effect, increased drowsiness and dementia.

Try 2nd generation non-sedating antihistamines first: 
                         Fexofenadine 180mg, Loratadine 10mg
Mildly sedating:
                         Cetirizine 10mg 
Short term sedating anti-histamines: 
                         Hydroxyzine 25mg, chlorpheniramine 4mg




Regulating body temperature and fluid balance

 Open wounds and erythroderma affects the body’s ability to control temperature and maintain fluid balance.

 Erythroderma increases water loss, which increases risk of dehydration.

 Fevers, chills, shakes, hypothermia.

 Manage room temperature and clothing.

 Measure renal function and electrolytes.

Presenter Notes
Presentation Notes
Hyponatraemia. fluid loss from skin lesions. Low albumin.



Challenges in nursing patients MF-CTCL?

 Nursing knowledge and skill mix.

 Lack of access to specialist support

 Ward /  community / primary care resources and support

 Cost of dressings

 Geographical location of centres.

 Complex social support, financial, employment needs 

 Emotionally challenging role – staff turnover and burnout

Presenter Notes
Presentation Notes
Skill mix and staffing levels have changed since covid



CTCL guidelines

Gilson D. et al (2018) British Association of Dermatologists and UK Cutaneous Lymphoma Group 
guidelines for the management of primary cutaneous lymphomas 2018. British Journal of 
Dermatology. 180. 496-526.

Latzka J et al. (2023) EORTC consensus recommendations for the treatment of mycosis 
fungoides/Sézary syndrome – update 2023. European Journal of Cancer.

Scarisbrick et al (2013) U.K. consensus statement on safe clinical prescribing of bexarotene for 
patients with cutaneous T-cell lymphoma. British journal of Dermatology. 168: 192-200.

Presenter Notes
Presentation Notes
BAD/UKLG guidance talk about national treatment and regional and supraregional treatment centre and MDTs



Resources

 Lymphoma Action

 Macmillan

 Cutaneous Lymphoma Foundation

 British Dermatological Nursing Group

 British Association of Dermatologist



Any questions
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